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ABSTRACT 

This manual is intended to be used in conjunction 
V7ith a 1-day training workshop to help parents of children with 
emotional disorders establish working alliances with protection and 
advocacy agencies for people with mental illness (PAMIs) . The 
workshop prepares parents for developing specific plans for forging 
alliances with the state PAMI. The first chapter reviews services for 
children with emotional disorders from 1850 to the present, 
concluding that community programs are more effective than 
institutional programs. The second chapter discusses Public Law 
99-319 r the Protection and Advocacy for Mentally 111 Individuals Act 
of 1986, including the role of the developmental assistance and 
protection and advocacy (DD-P&A) agencies, provisions and specific 
requirements of PL 99-319, and results of a survey investigating the 
potential impact of PL 99-319 on children. Chapter three provides an 
assessment of current P&E activity with six worksheets designed to 
help parents assess agency activities. Chapter four focuses on 
forging alliance with emphasis on P&A limitations and parent 
strategies including requesting direct services and forging 
organization-to-organization alliances. Appended is the text of PL 
99-319 and names and addresses of four resources for parentis. (DB) 
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INTRODUCTION 



How to Use this Manual 

Protection and Advocacy agencies for people with mental illness 
(PAMIs), have helped in some states to revolutionize the system of 
care for adults and children alike. The goal of the training is to help 
you as parents of children with emotional disorders establish working 
alliances with these agencies. In the course of the workshop, you will 
learn about what these agencies do and ways in which you can work 
together. Families acting alone can make a difference; acting together 
with PAMIs they can make an even bigger difference. 

We want to emphasize that the purpose of this manual and our training 
is to help families work with Protection and Advocacy agencies for 
people with mental illness. We do not presume that PAMIs resist 
working with families on behalf of children with emotional disorders. 
Indeed, we presume exactly the opposite: PAMIs want to work with 
those families. This manual sets out systemmatic, precise, and 
research-validated ways for families to reciprocate. When families 
approach PAMIs recognizing that the agencies are part of the solution 
and when they use this manual and training, the result, we hope, will 
be that the natural alliance between PAMIs and families will become 
stronger. 

One more word of introduction is necessary. Children with emotional 
disorders are served by two related programs within the Protection 
and Advocacy system as will be explained later in the manual. One 
program serves persons with developmental disabilities under 
legislation passed in 1975; the other program is the PAMI program 
which is the focus of this training. Even though children with 
emotional disabilities and their families can be served under both 
programs, this training pertains mainly to the PAMI program. 
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Goal 



This training manual is intended to be used in conjunction with one- 
day training workshops sponsored by The Beach Center on Families 
and Disability at The University of Kansas. Most of the workshop will 
focus on small-group activities related to Chapters 3 and 4. Chapters 
1 and 2 provide important background information that should be read 
prior to the workshop. 

In order to be fully prepared for the workshop, you should: 

1 . Read Chapter 1 and 2 

2. Familiarize yourselves with the purposes and activities of Chapter 3 
and 4. 

3. Be prepared to discuss your opinions about the most important 
issues facing families of children with emotional disorders. 

By the end of the workshop, you will have developed a specific plan to 
forge alliances with your staters Protection and Advocacy agency. This 
alliance can result in improved care and services for you as families 
and for your children. 
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CHAPTER 1 



Services for Children with Emotional Disorders: 
Historical Overview 

The question of whether children with emotional disorders are better 
served by institutions or by community-based responses has been a 
controversial issue among professionals over the years. This chapter 
will summarize their discussions to give you a better understanding of 
how children with emotional disorders have been viewed and treated 
in our history. 

1850 - 1900 

In the latter half of the nineteenth centviiy, people concerned with 
child welfare did not think in terms ol* children with emotional 
disorders. Rather, they focused their efforts on the plight of children 
they saw as neglected, dependent, or delinquent. Large institutions 
were established for these children to live in, where they were 
separated from parents or other adults and children seen as 
undesirable associates. 

During this same tiine period, Charles Loring Brace and the New York 
Children's Aid Society championed their cause of "placing out" This 
controversial program placed dependent and delinquent children with 
rural farm families in western states. Between 1853 and 1878, the 
program placed 50,000 children in family situations. Because of the 
program's success, by 1900 professionals officially endorsed "placiiig 
out" as the preferred solution. 

1900 - 1925 

Policies and programs during this period focused on 
"deinstitutionalization." "Mothers' pensions" subsidized children in 
their own homes, and juvenile courts tried to work with as many 
children as possible on probation as an alternative to institutional 
placement. 
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However, at the same time that professionals advocated these changes, 
the number of institutions increased. Institutions continued to thrive 
because of financial incentives provided by states, and because of 
difficulties in changing long-established patterns and beliefs of both 
professionals and ftmiilies, 

1925 - 1950 

It is important to remember that before this time children were not 
considered to have mental illness or emotional disorders, but to be 
dependent, neglected, or delinquent. Professionals first began to look 
at the behavioral and emotional issues of "problem children" in the 
1920*s. Child guidance clinics were established to provide outpatient 
treatment, usually in connection with Juvenile courts, hospitals, 
schools, or other community agencies. Psychiatric hospitals for adults 
also began to serve children. Thus, by the 1950's, institutions were 
playing a larger role in serving children with emotional disorders. 

1950 - Present 

Institutional Responses 

Overall, this period has been a time of transinstituttonalization ratlier 
than deinstitutionalization. 

In the 1950*s forces combined to remove adults from psychiatric 
hospitals and to provide them with care in the community, mainly 
through community mental health centers established as a result of 
the Community Mental Health Center Act of 1963. Between 1955 and 
1979, the number of long-term patients in psychiatric hospitals fell 
dramatically. However, the actual number of annual admissions to 
state and county hospitals consistently increased. 

• During this same time period, the number of children in homes for 
tJie dependent and neglected was reduced by one-half, while the 
number of children in psychiatric hospitals and residential 
treatment centers tripled. 
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• Thus, for adults with mental illness, transinstitutionallzation has 
involved movement away from psychiatric hospitals, while for 
children it has meant movement toward them. Furthermore, in the 
1980*s there is an accelerating trend toward private hospitalization 
for children with emotional disorders. 

Community Responses 

Increasingly, communities have provided services to children with 
emotional disorders. Since 1975, community mental health centers 
have been required to provide specialized children's ser/ices. Also 
since 1975, public schools have been required to provide services for 
these children as well as for all children with disabilities. However, 
these children continue to be underserved. 

In 1984, Congress established the Child and Adolescent Service 
System Program (CASSP) to address problems of lack of coordination 
of services and service deficiencies. However, even CASSFs national 
director has said that the program is a modest effort that cannot be 
considered curative of a system in such disarray. 

Today's Challenge 

Today, at the end of the 1980*s, institutions are still serving a large 
number of children, even though community programs are seen as 
more effective. In 1984, tne U.S. Department of Education reported 
that a child with severe emotional disorders has a three times greater 
chance of being placed in a residential care program than does either 
a child with mental retardation or learning disabilities. 

Quality of institutional care varies widely, and its effectiveness is still 
debated. Even if an institution provides decent, humane care, it still 
separates children from their families and removes them from a family 
atmosphere. 
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Child advocates have typjcally focused on problems of children with 
disabilities other than emotional. Recently, however, parents of 
children with emotional disorders have begun organizing. These 
pajents need assistance in obtaining appropriate services for their 
individual children and in changing the system of care. The 
Protection and Advocacy for Mentally 111 Individuals Act of 1986 (PL 
99-319) has the potential to provide this help. That law will be the 
focus of the next chapter. 
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CHAPTER 2 



The Protection and Advocacy for Mentally III Individuals 
Act of 1986 
(Public Law 99-319) 

History of PL 99-319 

This legislation creates protection and advocacy systems that will 
become part of existing systems established for people with 
developmental disabilities under PL 94-103, the Developmental 
Disablies Assistance and Bill of Rights Act of 1975. Therefore, it is 
useful to begin by looking at the history of society's response to people 
with severe disabilities — in particular, people with mental 
retardation. 

Changes in Society's View of People with Severe Disabilities 

There are four main historical periods in the care of people with 
severe mental retardation. 

(1) Mid-1800*s to 1900. Society's goal was to restore people with 
mental retardation to the larger society to whatever degree 
possible. Training or "experimental" schools followed the model 
Dr. Samuel Howe established in Massachusetts in 1848. The 
schools admitted young clients, kept them a short time, and then 
discharged them into the community. Generally these schools 
avoided becoming custodial asylums. 

(2) 1900 to 1920 . Progressives saw people with mental retardation 
as a threat to society^s well-being and to social improvement. 
They advocated institutionalization and segregation of people with 
mental retardation. Most superintendents of public institutions 
supported this view. Custodial care became the norm. 

(3) 1920 to 1960. The need for care and supervision of people with 
mental retardation in the community began to gain acceptance. A 



ERIC 



7 O 

lo 



major influence was the publication in 1919 of a highly favorable 
after-care study by Dr. Walter Femald, a previously vocal advocate 
of instituUonalizaUon. New Jersey and New York pioneered the 
"colony plan" to form farm colonies for people with retardation. 
Other states developed foster family care options. 

By the end of the 1930's 3 xost institutions were actively involved 
in getting residents back into the community. In 1946, California 
developed a plan under which social workers moved from 
institutions to the community to establish Family Care Homes for 
discharged residents. In the 1950's, parents organized into an 
effective pressure group, forming the National Association for 
Retarded Children (NARC) in 1951. 

(4) 1960 to today. Forces combined to bring about important federal 
legislation on behalf of people with mental retardation and other 
disorders. Various studies documented the negative effect of 
institutional life. The country as a whole became concerned with 
the human and civil rights of all dependent and disenfranchised 
groups. 

President Kennedy, whose family had personally experienced 
mental retardation, initiated studies on mental retardation and 
mental illness. These studies led to the enactment of the Mental 
Retardation Facilities and Community Mental Health Centers 
Construction Act of 1963, which allocated funds for training of 
professionals and for construction of research centers and clinical 
facilities for people with mental retardation. 

Two federal laws passed in 1975 emphasized providing services 
in the least restrictive environment: (a) Public Law 94-142, the 
Education of the Handicapped Act, mandated a free public 
education for all persons with handicaps and; (b) Public Law 94- 
103, the Developmental Disabilities Assistance and Bill of Rights 
Act, mandated services in the setting least restrictive of the 
person's personal liberty, continued funding for research and 
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training, established a Bill of Rights, and required the 
establishment of protection and advocacy systems for the people 
with developmental disabilities. 

Status of People with Menta! Retardation Today 

Despite increased community services and a drop in residential 
census populations from 200,000 in the late 1960's to about 100,000 
today, contemporary reformers continue to work for change. 

• Current efforts focus on further reducing institutional populations, 
which now consist mainly of people with severe and profound 
mental retardation or multiple disabilities. 

• Critics note that most states spend more money for institutions than 
for community services and that lack of services is a major barrier to 
deinstitutionalization. 

• Reformers push to change the philosophy that views people with 
retardation as a vulnerable population in need of shelter and 
protection. They say this image of people with mental retardation as 
inferior has led normal people to patronize them and not allow them 
to grow up to become adults. 

Success of Protection and Advocacy Agencies 

The 1975 law, PL 94-103 provided federal money so states could 
establish an independent agency in each state with the authority to 
protect the rights of persons receiving treatment, services or 
habilitation for conditions attributable to mental retardation, cerebral 
palsy, epilepsy or autism. The disorders had to have originated before 
age 18 and be expected to continue indefinitely. 

TTiese protection and advocacy agencies (DD-P&A's) have had an 
excellent track record. For example: 

• In fiscal year 1985, DD-P&A's provided direct services to 52,000 
clients and successfully resolved over 80% of these cases. 
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• Protection and advocacy agencies employ 171 attorneys. Two of the 
three disability cases before the U.S. Supreme Court in the 1985 
term were argued by DD-P&A's. 

Expansion of DD-P&A*s to Include People with Mental illness 

The Developmental Disorders Act of 1984 (PL 98-527) changed the 
definition of developmental disability to a functional one that opened 
eligibility to additional populations including people with mental 
illness. The new definition required only that the disabling condition 
be "attributable to a mental or physical impairment," manifested before 
age 22, likely to continue indefinitely, and resulting in substantial 
functional limitations in at least three of seven specified areas. 

Events Leading to the Enactment of PL 99-319 

By 1985 an estimated 16% of DD-P&A clients had the primary 
diagnosis of mental illness, and concerted P&A efforts in at least two 
states had resulted in improved conditions in state psychiatric 
facilities. Nevertheless, concem for the plight of persons with mental 
illness continued. 

In April 1985, Senator LoweH Weicker chaired hearings on the care 
and treatment of institutionalized persons with mental disorders. The 
hearings, a culmination of a nine-month staff investigation of state- 
operated facilities for people witli mental retardation and mental 
illness, described unsafe, imsanitaiy and dehumanizing conditions as 
well as extensive incidents of physical heatings, rapes and death. A 
246-page report resulted, confirming serious and pervasive rights 
violations and analyzing the ineffectiveness of state and federal 
programs and laws in dealing with the problems. 

That same month. Senator Weicker introduced legislation in the 
Senate. The House sponsored an amendment to broaden the scope of 
the bill to encompass services in the community for discharged 
patients. 
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A House and Senate Conference issued a Joint Conference Report on 
May 5, 1986. It Included the final compromise version of the bill 
enacted that same month (PL 99-319), The coirpromise included the 
addition of a clause that extended the Protection and Advocacy for 
Mentally 111 Individuals (PAMI) mandate to cover incidents of abuse 
and neglect that occur within 90 days of a patient's discharge. 

Children '-vere not specific targets of this legislation, but the law did 
not exclude them from its coverage. It is important to note that the 
goals of deinstitadonalization of chiliren and improving {^mmimity- 
based services for them was never a fspec^fic goal of this legislation. 
The intent of Congress centered on the abuse and neglect of adult, 
institutionalized persons with mental illness. Thus, the PAIvII's are not 
mandated, nor even encouraged, to pursue the goal of 
deinstitutionalization of children. 

Provisions of ?ubiic Law 99-319 

The Protection and Advocacy for Mentally 111 Individuals Act of 1986 
(PL 99-319) seeks to protect the rights of individuals with mental 
illness. The law does not specifically identify these rights, but it does 
encourage states to consider the bill of Rights for Mental Health 
Patients, and specifically incorporates this Bill of Rights as Title 2 of 
PL 99-319, This Bill of Rights is extensive and includes such elements 
as: 

• the right to appropriate treatment in an environment least 
restjrictive of personal liberty; 

• the right to an individual, written, updated treatment plan; and. 

• the right to a humane treatment environment. 

These rights are suggested but not guaranteed by PL 99-319, 




11 



Specific Requirements of PL 99-319 



The law covers people who have "a significant mental illness or 
emotional impaimient" (determined by a mental health professional 
qualified under the laws and regulations of the state) and who are 
inpatients or residents in facilities rendering care or treatment. It 
also covers those who have been discharged for fewer than 90 days. 

The law requires and provides that: 

• incidents of abuse and neglect of persons with mental illness by 
employees of facilities rendering care or treatment must be 
investigated; 

• state and federal statutes must be enforced: 

• "abuse" includes the usual acts of violence as well as the use of 
excessive force while placing an individual in restraints: 

• "neglect" includes failure to carry out an appropriate individual 
treatment plan and failure to provide adequate nutrition, clothing, 
health care, and a safe environment: 

• the PAMFs must be independent of any agency providing treatment 
or service to individuals with mental illness; 

• the PAMFs may conduct investigations, access facilities and records, 
and pursue administrative, legal, and other available remedies; 

• each PAMI must establish a statewide advisor}*' committee, 
composed of at least 50% consumers, to help establish policies and 
priorities for persons with mental illness; 

• funding be provided to the states to carry out these activities (Initial 
authorization was $10.5 million for fiscal year 1987 and $1 1.025 
million for fiscal year 1988, with no state receiving less than 
$125,000.) 

Potential of PL 99-319 to Meet Children*s Needs 

Because of the law's broad provisions, each state is free to establish its 
own focus and priorities in executing it. Implementation may favor 
both adults and children equally or it may benefit one group 
disproportionately. To avoid widerserving children with emotional 
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disorders, parents and concerned professionals need to know how to 
realize the potential of the bill with respect to these chiJdren. 

Exploratory Survey Investigating the Potential Impact of PL 99-319 
on Children 

In March, 1987. University of Kansas researchers conducted an 
exploratory study to investigate the impact of PL 99-319 on the lives of 
children with emotional disorders. 

• Investigators telephoned the executive directors of a national sample 
of state PAMI agencies to get their answers to a questionnaire 
survey. 

• The sample Included 16 agencies, representing eight of the most 
highly populated states in the U.S. and eight less populated states. 

• Agency directors were asked to rank the location of the most serious 
advocacy needs for children with mental illness in their state. 

• Directors also ranked the types of abuse and neglect cited by the 
legislation according to relative severity for children with mental 
illness. 

^ Finally, they were invited to list other problems. 
Results of the survey: 

• All Sixteen agencies reported that children will be eligible for 
services and that they will be served to some extent, but the extent 
varied widely from state to state. 

• Based on the agencies' responses, the investigators estimated that 
between 15% and 30% of the PAMi resources will be spent to 
benefit children. 

• Between 6,750 and 13,500 children with mental illness probably 
will be served In that period of time. 

• Ten of the sixteen directors ranked the community as the location 
of the most critically need advocacy for children with mental illness. 
They ranked public institutions second and private institutions 
third. 

• The directors' rankings of the severity of various types of abuse and 
neglect showed a focus on neglect in the form of Inadequate 
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treatment. They rated lack of appropriate treatment and poor 
discharge planning as the most severe problems. Poor living 
conditions, physical £buse, and sexual abuse, in that order, ranked 
much lower. 

The results of this survey show that, although the level of commitment 
varies from state to state, the PAMI's have not adopted a narrow focus 
on the rights of adults in institutions. The survey confirms that the 
law is potentially a powerful resource for improving the lives of 
children with emotional disorders. 

The task for parents is to see that the law's potential is realized in 
their own state and locality. The University of Kansas Beach Center on 
Families and Disability has sponsored a study to find out more about 
how to assess and influence agencies' decisions in implementing this 
law. The results have led to specific recommendations and guidelines 
for parents and professionals interested in forging working alliances 
with their own state's PAM agency. The next chapter wiR include 
these guidelines. 
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CHAPTER 3 



Assessing Current P&A Activity 
Description: 

This chapter provides specific guidelines and instructions which 
enable you as parents to learn more about your own state's P&A 
activities. Your assessment is targeted on services and activities 
provided by (P & As) on behalf of children with emotional disorders. 
You will rate the level of agency performance as HIGH. MID. or LOW 
along two dimensions. 

Objectives: 



At the conclusion of this chapter, you will be able to: 

1 . Identify your P&A agency's 4T"s--purposes.programs, 
projects, and personnel, 

2. Assess and rate the P&A's priority on children with 
emotional disorders. 

3. Describe the P&A agency's decision-making process. 
Activities: 

You will be divided into three small groups, one for each of the above 
objectives. The groups will use the information and the worksheets 
provided to complete their objective. The groups will then reform 
into the large group to share their results. The trainer will circulate 
from group to group to assist with prv blems, and will lead the large 
group sharing of results. 
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Assessing Current P&A Activity 



In order to have access to services and forge alliances with a particular 
Protection and Advocacy agency, you need to educate yourselves about 
the agency, its operations, and its commitment to children with 
emotional disorders. In otlier words, do your homework so that you 
can be better prepared to decide how, when, and where to begin your 
alliance-building efforts. 

Preliminary Assessment Objectives 



The preliminary assessment has the following objectives. 

1. To become familiar with the agency's purposes, 
programs, projects, and personnel. (The 4 -P'*s) 

2. To learn about the agency's priorities, specifically with 
respect to children with emotional disorders. 

(The 5th 

3. To begin to understand the agency's decision-making 
processes. 

4. To develop a strategy for obtaining services and 
forging alliances. 



Certain public agency documents arc extremely useful sources of 
information in making the assessment. Your group was asked to obtain 
these documents in advance of this workshop: 

1. Protection and Advocacy System Annual Program Performance 
Report (PPR) on Services to Mentally 111 Individuals. 2 reports: 
1986-87 and 1987-88. 
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2. Protection and Advocacy System Annual Program Performance 
Report (PFR) on Services to the Developmentally Disabled, 1987-88. 



3. Minutes of Governing Board Meetmgs for the last year. 

4. Minutes of MI Advisory Board Meetings for the last year. 

5. Brochures. 

6. Newsletters for the last year or more, 

7. Mission statement of organization. 

Not only are the documents themselves useful, but the process of 
obtaining them can itself be enlightening. At this point, share your 
experiences in obtaining the documents as the trainer leads a 
discussion about what the group has already leamed about your P&A 
agency through this process. 

Discussion will focus on such questions as; 
1. How open were the staff to your requests? Were some more 
cooperative than others? 

2. Who needed to give permission to honor your requests? 

3. Were certain documents harder to obtain than others? 

4. Did anyone offer to make additional, unrequested documents 
available,or to meet with you about your concerns? 

After this discussion, you will form into three small groups to examine 
the agency documents using the following assessment worksheets as 
guides. The three groups and worksheets correspond with the first 
three learning objectives above. The information obtained provides 
the basis for formulating a specific strategy, to be covered in the next 
chapter. 
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Worksheet #1: Assessment of Purposes, Programs, Projects, and 
Personnel 

In reviewing the documents (primarily newsletters, mission 
statements, brochures, and minutes), answer the following questions: 

I. Purposes: How does the agency define its overall purpose? What 
values and philosophies does it espouse? What type of advocacy (legal 
or non-legal; individual or systemic) does it employ to cany out its 
purpose? 



n. Programs: Does the agency sponsor specific programs? If so, 
which populations benefit? Which problems are addressed? Does the 
agency receive extra funding to support the program? If so, who 
supplies the funds and are contingencies ("strings'*) attached? 



ni. Projects: Is the agency planning for special projects? Describe 
them. What other groups and organizations are involved? 
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IV, Personnel: 



Position Name Occ^ipation/Affiliation Yrs 



Staff: 

1. Executive Director 

2. Coordinator for MI 

3. MI advocate(s) 

4. Staff attorney 

5. Others 

Governing Board: 

1. Chairperson 

2. Vice-chair 

3. Officers 

4. Members 



Advisory Board: 

1. Chairperson 

2. Vice-chair 

3. Officers 

4. Members 
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Worksheet #2A: Assessment of Children with Emotional Disorders 
as Priority 

Our research has verified the importance of assessing an agency's level 
of service along two dimensions: 1) intent, and 2) practice. The intent 
of an organization may or may not be actually translated into practice. 
Conversely, an agency's actual practice may or may not be reflected in 
official agency intent. This worksheet helps you to determine whether 
your agency's priority on children is HIGH, MID, or LOW on both the 
INTENT and PRACTICE dimensions. In the interest of time, it may be 
best for your small group to subdivide into two smaller groups-one to 
assess INTENT (Worksheet 2A and 2B), and one to assess PRACTICE 
(Worksheet 1 ^ ' and 2D). As you will see in the next unit, this 
information is essential in planning the most effective alliance-building 
strategy. 

The most important documents for assessing level of intent are 
brochures, newsletters, and mission statements. Minutes of Advisory 
Board and Governing Board meetings are also good sources of 
information. As you read these documents, use the following 
guidelines to assess whether the INTENT dimension is HIGH, MID, or 
LOW. 

HIGH level of intent: The needs of children with 
emotional disorders are consistently and frequently 
mentioned in the documents, as one of the agency's 
priorities. The agency sees its mission and purpose as 
advocating for change in the system of care as well as 
protecting and advocating for individuals. 

MID level of intent: The needs of child, en with emotional 
disorders are occasionally mentioned in documents, but 
inconsistently and without priority. Advocacy philosophy 
focuses on individual cases, with little or no systems 
change commitment. 
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LOW level of intent: The needs of children with emotional 
disorders are not addressed in any public documents, 
except in the briefest terms with emotional disorders. 



NOTE: 

Document Key phrase, other "data" 



YOUR ASSESSMENT RATING OF INTENT RE: CHILDREN WITH 
EMOTIONAL DISORDERS: (circle) 

HIGH MID LOW 
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Worksheet #2B: Agency Intent Regarding Location of Efforts 
(Institutions or Community) 



Since many parents and professionals believe that the needs of 
children with emotional disorders and their families center on 
developing and improving community-based services, the following 
guidelines can be used to assess agency intent in this area. 

HIGH level of intent: Documents mention concepts such 
as "treatment in the least restrictive environment'*, 
"deinstitutionalization", and "improving services in the 
community". Advocacy within institutions is guided by 
concern for the problems of inappropriate placements and 
poor discharge planning. 

MID level of intent: Docimients may mention the above 
concepts and problems, but at least equal intent is 
demonstrated toward improving conditions within 
institutions and prioritizing problems such as physical 
abuse, sexual abuse and forced medications within 
institutions, 

LOW level of intent: Documents reflect that agency intent 
focuses on institutional problems such as poor living 
conditions and other rights within institutions. 



YOUR ASSESSMENT OF INTENT RE: LOCATION OF EFFORTS (circle) 



NOTES: 



Document 



Key phrases, other "data' 



HIGH 



MID 



LOW 
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Worksheet #2C: Assessment of Agency Practice Re: Children with 
Emotional Disorders as a Population 

The best source of information regarding agency practice is the Annual 
Program Performance Report (PPR). This document reports the 
number of clients served by age category (0-20; 21-64; over 65). Its 
narrative section describes advocacy activities, incluumg systems 
change efforts. Additional, more recent information about these 
activities can be obtained in newsletters and minutes of Board 
meetings. 

Use the following guidelines to rank the level of actual agency practice 
with respect to this population. 

HIGH level of practice: MI-PPR data (87-88) indicates that 
children represent more than 30% of the clients served. 
Narrative section indicates systemic change efforts on 
behalf of children's needs, in collaboration with other 
groups and agencies. 

MID level of practice: MI-PPR data (87-88)= 10-30% 
children. Systemic/ collaborative child efforts being 
actively discussed and planned. 
LOW level of practice: MI-PPR data (87-88)= 0-10% 
children. No systemic/ collaborative child efforts. 



NOTES: 

%Children Systemic/ 

Collaborative efforts 

MI-PPR (87-88) 
MI-PPR (86-87) 



DD-PPR (87-88) 

YOUR ASSESSMENT OF AGENCY PRACTICE RE: CHILDREN WITH 
EMOTIONAL DISORDERS AS A POPULATION 
HIGH MID LOW 
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Worksheet #2D: Assessment of Agency Practice Re: Location 
(Institutions or Community) 

The MI-PPR report is an excellent source of information about the 
location of advocacy efforts and the types of problems addressed. In 
addition to the statistics, the narrative section, in conjunction with 
newsletters and minutes of Board meetings, offers insight Into location 
of systemic/collaborative efforts. 

In the statistical section, the first key category is "Client Living 
Arrangement". Compare the number of clients in the first four 
subcategories (Community Resident, Homeless, Independent, and 
Parental, Foster Care, or other Family Home) with the number in the 
next five subcategories {Nursing Homes, Prisons, Private Hospital, 
Public Hospital, State School). Compute the percentage of the total 
number of clients that live in the commtinity (the number in the first 
four subcategories divided by the total number of clients). Record this 
percentage below. 

Next, look at the category "Alleged/Reported Neglect"— Part B under 
"Case Problem Areas of Individuals Served". The second, third, fifth, 
and sixth subcategories (Community Residential Placement, 
Commimity Services, Release from institution, and Discharge 
Planning) reflect community-oriented problems. Divide the number of 
problems in these four subcategories by the total number of 
Alleged/Reported Neglect problems to obtain the percentage of 
community-related problems. Record below. 

Finally, read the narrative section of the MI-PPR report to assess 
whether the systemic/ collaborative efforts focus on institutional 
reform or on improving community-based services. 

HIGH level of practice: MI-PPR (87-88) report indicates 
40% or more are living in community; 50% or more of 
neglect problems concern "community"; 
systemic/collaborative community efforts in place. 
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MID level of practice: MI-PPR (87-88)= 15-40% living in 
community; 25-50% of neglect problems concern 
"community": sjrstemic/community efforts planned. 
LOW level of practice: MI-PPR (87-88)= 0-15% Uving in 
community: 0-25% of neglect problems concern 
"commimity": systemic/commtinity efforts absent. 



% Community under 
"Client Living 
Arrangement" 

% Community under 

"Alleged/Reported 

Neglect" 



YOUR ASSESSMENT OF PRACTICE RE: LOCATION (circle) 
HIGH MID LOW 
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Worksheet #3: Assessment of Decision Making Processes 

The most informative documents about decision-making processes are 
the minutes of the Governing and Advisory Boards. A complete 
understanding of the decision-making processes is not possible from 
reading these documents, but initial and tentative insights can be 
obtained. Because the planning of the alliance-building strategy 
depends in part on this understanding, the following guidelines are 
recommended when reading the documents. 

1. What appears to be the relationship between the Advisory and the 
Governing Boards? Is the Advisory Board strictly advisory, or does 
it appear to function with some autonomy? Is there a cooperative 
or antagonistic spirit between the two? What are typical agenda 
items on each Board? 



2. How are Governing and Advisory Board members selected? If 
appointed, who does the appointing and from what pool of 
candidates? If elected, by whom and from what nomination 
process? 



3. What is the attitude toward consumers? Are they fully represented 
on both Boards; among the officers of both Boards? Is there any 
outreach to clients; surveys of their concems; satisfaction surveys? 
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4. How active and central is the Executive Director? Does he/she 
initiate and present information/ideas to the Boards, or does 
he/she respond to the direction of the Board(s)? 



5. How involved are the "lower" levels of staff, especially the advocates 
themselves? Are they active in the meetings? Do they actively 
participate in establishing organizational goals? Does 
communication flow only from the top-down or in both directions? 
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CHAPTER 4 



Forging Alliances 
Description: 

This chapter provides you with specific alliance-building guidelines. 
Initial topics include the constraints and limitations on the ability of 
P&As to respond, and tips on appropriate, assertive behaviors. Using 
the assessment from Chapter 3, you will go through a step-by-step 
procedure for developing a two-pronged strategy. The two strategies 
involve making direct requests for help with individual cases and 
forming organization-to-organization relationships. 

Objectives: 



At the conclusion of the chapter, vou will b ^ able to: 

1. Enumerate 5 constraints and limitations of ability of P&As 
to respond to the needs of children with emotional 
disabilities. 

2. Compare and contrast 4 qualities of assertive persons with 
those of passive and aggressive persons. 

3. List three goals of Strategy 1 : Requesting Direct Services. 

4. Complete a 6-step procedure for developing an action plan 
related to Strategy 1 . 

5. Complete a 7-step procedure for formulating an action plan 
regarding Strategy 2: Forming Organization-to-Organization 
Alliances. 
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Activities 



You will be divided into two small groups-one for each strategy. After 
developing your plans, you wHl reform into a large group to share plans 
and begin to coordinate efforts. 



Forging Alliances 

Organized parents can be extremely effective advocates for their 
children. You can be even more effective when you work together 
with Protection and Advocacy Systems, because P&As bring additional 
''ammunition" in the form of political, financial, legal, and professional 
advocacy staff resources. Since P&As can mobilize these helpful 
resources, they warrant serious alliance-building efforts, but these 
efforts should never consume a majority of parents* time and 
resources. You also can be effective voices in your own right and 
should maintain your own autonomy. If you spend too much time and 
energy focusing on P&As themselves, there is a danger that the P&A 
itself would be mistakenly viewed as the problem, rather than as part 
of the solution. 

In developing alliances with P&As, you are basically taking an 
"advocacy for advocacy" stance. That is, you are advocating to the P&A 
system for more advocacy from the P&A on behalf of your children. 
Generally, you can expect that P&As will be responsive to their issues 
and concerns, because the P&A mandate is to protect and advocate for 
the rights of "mentally ill" individuals. 

Still, you as parents must understand that P&As face real limits and 
constraints. These include limited funding, limited staff, competing 
requests from other groups, differing interpretations of the law itself, 
and lack of experience and training in the needs of children with 
emotional disorders. You as parents need not accept any of these 
limits as "excuses" for inaction, but the more you understand the 
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realities, the more readily you can develop alliances based on realistic 
expectations and goals. 

1. Limited Funding: 

The new federal minimum allotment is $140,000, and larger states can receive 
more than double this amount. The federal allotment represents the total 
(100%) budget for serving persons with mental illness many P&As, but others 
receive additional funding from state government or private grants. 
Remember,too, that the total budget of the P&A is this federal allotment plus 
allotments (usually greater) to serve persons with Developmental Disablities 
under the earlier DD-P&A legislation. 

Recommended Parent Position: 

No matter what the funding level it should only constrain and limit 
activities, never prohibit them altogether. Thus, you can acknowledge 
and empathize and agree that there are some legitimate Junding limits 
to the P&As ability to respond, while reasonably asserting your 
requests for some level of service. 

2. Limited Staff: 

This constraint often derives from limited funding. The number of 
front-line advocates who can be supported on a given amount of money 
is cleanly limited. Also, adovacates* Job responsibilities of advocates 
can be quite complex and far-reaching, so that they are "spread thin". 

Recommended Parent Position: 

As with funding, the number of staff only constrains and limits 
activities, it should not prohibit them. The issue is not really the 
number of staff, but how the staff spend their time. Some proportion 
of their time can be targeted to the needs of children with emotional 
disorders. 
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3. Competing Requests from Other Groups: 



Many other groups are potentially underseived by this legislation, 
including the elderly, ethnic minorities, and the rural poor. Even 
groups representing adults within institutions can feel poorly served. 
The P&A may be receiving requests for additional advocacy efforts 
from any or aU of these groups. 

Recommended Parent Position: 

Avoid competition and confrontation with these other groups. 
Promote a cooperative, "we're all in this togethef atmosphere. By 
working together to meet each other's goals, the agency as a whole is 
strengthened, if Jbr no other reason than that time and energy are 
devoted to achieving goals rather than being drained off into 
competitive battles. Basically, all of the groups have equally legitimate 
needs, so that trying to prove that children are more needy than 
others is a futile and divisive struggle. Make it clear to all concerned 
that you are not asking for special treatment, only a fair share, and 
support others' rights to the same. 

4. Differing interpretations of the Law: 

Recent national data confirm that each P&A is implementing the law 
differently— different problems and populations are emphasized from 
state to state. A narrow interpretation of the law*s mandate usually 
results in a narrow focus on the rights' violations of adults within 
institutions. However, it is clear that Congress intended, wide 
discretion so that states themselves can implement the law to meet 
the local needs as identified and defined by the P&A itself. 

Recommended Parent Position: 

Acknowledge that there are many legitimate ways to interpret and 
implement the act, but assert that a narrow interpretation is unduly 
restrictive. To bolster your argument, the Beach Center research and 
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national PPR data conjinn that some states have managed to find a way 
to devote significant (even a majority of ) agency resources to children 
with emotional problems in the community. Nationally, 1 4% of the 
P&A clients were children, so this "average" Ufigwe could serve as an 
initial minimal goal The percentage ranged for 0% (in three states) 
to 65% (one state). The percentage was 51% in one other state and 
was in the 30-50% range in several others. Clearly, some states have 
already reached the criteria for our HIGH level of practice with regard 
to children as a population. Similarly, with respect to location, ten 
states (20%) reported that more than 50% of their clients lived 
outside of an institution. (Fiscal Year 1987 Report, 1988). 

5. Lack of Experience and Training in Children's Needs: 

It may be a fact that the executive director and/or staff do not know a 
lot about the issues for children with emotional disorders and their 
families. Yet. it is clear that professional and personal experiences 
(especially the latter) can make a difference. 

Recoxnmended Parent Position: 

Don't take it personally! Just because they don't know doesn't mean 
they don't (or can't) care. If they are willing, educate themJ Give 
them some experiences! Send them articles (brief only), news 
clippings, written accounts of your experiences. Let them know about 
workshops, resources in the community, sympathetic professionals, 
etc. When staff positions become available, be sure that experienced 
and '^sympathetic persons apply. Above all recognize achievements and 
accomplishments by writing letters of thanks to individual staff, 
supervisors, and board members. Along this line, consider 
establishing official awards of recognition given by your group for 
outstanding contributions and efforts. 

The above considerations help set the stage and the context for the 
your efforts. Knowledge of the legitimate realities under which P&As 
operate helps you be sensitive while anticipating potential barriers. 
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We now move to consideration of specific strategies that can build 
successfiil alliances. 

We recommend a two-pronged approach to this alliance-building 
effort- llie first is focused on requesting help with specific, individual 
rights violations in the role of client of the P&A. The second approach 
focuses on building organization-to-organization links that promote 
change in the system of care for children and their families. 
Remember that our suggestions reflect an "ideal" approach— your 
strategies will depend on the amount of time and energy that you can 
commit. The rest of the training consists of small groups using 
guidelines to develop specific strategies in each area. 

Remember: 

1) PfkAs are p'irt of the solution, not part of the problem. 

2) Be assertive, not passive or aggressive 

3) Focus on positive > and recognize achievements. 

Before presenting those guidelines, it is important to remember and 
incorporate certain attitudes about yourselves as advocates. The goal is 
to be assertive, not passive or aggressive. An assertivr style will be the 
most successful In boih parts of the two-pronged alliance building 
effort. 

A PASSIVE PERSON: 

Hopes for favors 

Views others as superior 

Defers to others 

Avoids problems and conflicts 

AN AGGRESSIVE PERSON: 
Attacks persons, rather than problems 
Demands respect, but lacks respect for others 
Views own rights as superior to others 
Demands favors and services 
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AN ASSERTIVE PERSON: 
Attacks problems, not peoplw 

Claims legitimate rights, while recognizing rights of others 
Works toward goals 
Requests favors and services 
(Adapted from Kelker. 1987) 
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strategy 1: Requesting Direct Services 

Introduction: One of the findings of our research is that many P&A 
agencies develop their priorities based on the problems that clients 
themselves ask help with. In other words, most P&As report being 
sensitive to the needs and problems of their clients, as judged by 
"whatever problems come in the door". Thus, requesting direct 
services serves three goals: 

L Obtaining help for the individual client. 

2. Educating the P&A about the needs of children with emotional 
disorders, as seen in actual cases. 

3. Developing working relationships with front-line advocacy staff. 

STEPS 
Step 1: 

Choose one or two ctirrent individual cases which need some advocacy 
assistance. 

Your group probably is aware of several individual families whose rights 
are somehow being violated. Remember, the law basically ensures for 
humane treatment in the least restrictive environment, so this covers 
a lot of ground. The choice of the "best" case or two to take to the 
P&A for assistance may be a difficult one, so the following guidelines 
may help. 

A. First and foremost, since the best advocate for children is the 
child's parent. It may be important for the parent himself or herself 
to be a willing and assertive spokesperson. 

B. Second, you may want to choose an individual case which is an 
example of a larger issue that your group has targeted for change. 
In this way your two-pronged strategy would be highly coordinated. 
For example, if your group Is concerned about the way your public 
school system refers too many children with emotional disorders 
for residential treatment. It may be most effective to request help 
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from them for an individual child currently in residential care or 
being threatened with that possibility. 

C. Third, Some P&A*s have decided—as they are permitted to do under 
the law— to focus on adults with mental illness and even on children 
with emotional disorders. But not all children meet the definition 
of those who are targeted under the PAMI legislation. Thus, it is 
important that your first case be one that clearly meets the 
eligibility guidelines; that is, a child who is currently placed in a 
public or private facility, or one that was discharged within the last 
90 days. 

Take a few minutes (15-20) to discuss various individual cases and 
write your tentative choice (it can be changed later) on 
WORKSHEET 1. 

Step 2: 

Decide who will call the P&A to request help. 

Ideally, this is one of the parents, but if both are involved, which one? 
In addition to parents, should others, such as concerned professionals 
involved in the case, also call to inform the P&A of the situation? 
Maybe it would be best for the professional to call first and then the 
parent. 

Discuss the options and write your choice on WORKSHEET 1. 
Step 3: 

Decide which person in the P&A agency to seek help from. 
Generally, it is best to begin at the bottom (with front-line advocacy 
staff) and "work up" if there are problems. But, rather than talking to 
whomever answers the phone, you may want to request to speak to a 
certain member of the advocacy staff, perhaps one with particular 
experience or duties regarding children. Or, there may be a 
sympathetic ear among the staff of Board membership who could 
advise you on the best way to proceed. 

Discuss the possibilities and write your choice(s) on WORKSHEET 1. 
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step 4: 

Establish a timetable, set rough guidelines for when you hope to 
complete various tasks. Ask for follow-up meetings with P&A stsff 
within a certain, speeded time period. 

Record these on WORKSHEET 1. 

Step 5: 

Sketch out a PLAN B, to pursue if your initial attempts to get help are 
tmsuccessfuL 

This will generally involve "working up the ladder" of the organization 
until help is obtained. This plan will ultimately depend on special 
circumstances that can't be anticipated now, but you can develop a 
tentative plan now. 

Step 6: 

Finally, decide upon a committee of persons to meet periodically to 
make ongoing decisions about what to do next. 

In other words, form a working group that can be supportive of the 

efforts of the primary spokesperson and help plan strategy. 
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Worksheet #1: Requesting Direct Services 



STEP 1: 

Identifying the case. Write the one or two situations that you have 
decided to ask the P&A to help with. 



STEP 2: 

Who will make the initial contact with the P&A to explain the 
situation? 

STEP 3: 

Which person(s) in the P&A is to be contacted? 

STEP 4: 

Timetable: 

A. The initial contact will be made before: (date) 

B. We will request a follow-up meeting/report by: (date) 

C. Our committee will meet again to discuss the next steps to be 
taken on: (date) 

ST.EP 5: 

If are efforts to obtain help are unsuccessful, we will make a new 
contact with which person or which level of the P&A organization? 

STEP 6: 

Names of ongoing working committee. 
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strategy 2: Forging Organizatlon-to-Organizatlon Alliances 



Introduction: The second strategy aims to build alliances between 
your organization and the P&A that can result in better services to 
children with emotional disorders and their families. Rather than 
direct request for service on individual cases, this approach 
supplements these direct requests by establishing relationships at the 
organizational level. The assessment of your P&As activities j^elds 
guidelines on how to pursue this alliance-building effort. 

STEPS 
Step 1: 

The first thing to do in your group is to discuss the problems that you 
as parents see with the system of services for you and your children. 
These problems usually fall into three areas: 1) educational school 
systems, 2) community mental health programs, and 3) hospital and 
institutional care. 

For example, in some states, the problems in the educational/school 
system involve mainstreaming of children with emotional disorders 
into regular classrooms. In others, the school problems have to Qo 
with getting good self contained classrooms, or well qualified 
teachers, or preventing unnecessary expulsions. In the area of 
community mental health programs, the problems may relate to the 
need for in-home family counseling, or parent training, or day 
treatment programs. Regarding hospitalizations, the problem may be 
too much hospitalization or too little, too much or not enough use of 
medication, or sending children out-of-state. 

Use your worksheet #2 at the end of this section to list the issues you 
see in each area. 
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step 2: 



Now that you have decided what your issues are. you want to figure out 
the best way to forge an alliance with your P&A to work together on 
these system problems. 

Turn to Worksheets 2A. 2B, 2C, and 2D in UNIT 3. 
Record the assessment rating for each worksheet below. 



2A: INTENT re: children with emotional disorders 
2B: INTENT re: L cation of efforts 
2C: PRACTICE re: children with emotional disorders 
2D: PRACTICE re: Location of efforts 

Step 3: 

Since the goal of serving children with emotional disorders as a 
population is a "bottom-line" objective, we first look at the assessment 
of INTENT and FRACTICE with respect to this goal above, 2A and 2C. 
(Later, you can repeat these steps for 2B and 2D). Place and "X" in the 
appropriate box. 



Worksheet #Rating 



INTENT (2A) 



HIGH 



MID OR LOW 



HIGH 



PRACTICE (2C) 



BOX 1 



BOX 3 



MID 
OR 
LOW 



BOX 4 



BOX 2 
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step 4: 

The focus of your initial alUance-huilding efforts are determined by 
which box your "X" is in in Step 2. Guidelines for each box (each 
result) follow. 

BOX 1: HIGH INTENT/HIGH PRACTICE. 
No Problem!!! Your P&A has stated intentions of serving 
children with emotional disorders and it is doing just that! 
Probably this means that you have already established 
alliances with the P&A and you didn't need this workshop! 
Look now at the INTENT and PRACTICE ratings for 
LOCATION (2B and 2D). If they are both HIGH also, then 
your P&A is an exemplary one indeed, and your efforts can 
focus on enhancing and supporting its work, in whatever 
ways yon mutually agree to. If they are not both HIGH, 
then find the appropriate box below for alliance-building 
guidelines on this issue. 

BOX 2: HIGH INTENT/LOW PRACTICE. 
Here you have uncovered a problem in the way the P&A 
agency is translating its intent into practice. You have 
clarified that the intent of the organization is not the 
problem—it sees and recognizes the needs of children 
with emotional disorders at the higher organizational 
levels. The problem is that its good intentions are not yet 
reflected in its actual caseload. Since this involves internal 
organizational issues, your efforts can be targeted 
accordingly. Organizational literature and the Beach 
Center study confirm that there are four areas of internal 
functioning that need to be examined~any one, or all four, 
may be contributing to the poor-translation of intent into 
practice. 
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These are: 

1. Lack of participation by front-line advocacy staff in the 
organization's goal setting. In effect, it may be that the advocates 
are being asked to implement goals tiiat they have had no say in 
formulating. 

2. Lack of agreement by front-line staff with the goal of serving needs 
of children with emotional disorders. The staff may have 
participated in the organization's goal-setting but not agreed with 
the result. Perhaps they believe that other issues and problems are 
more pressing. 

3. Lack of advocacy staff training and experience in the problems of 
children with emotional disorders and their families. Staff may 
agree that there are problems, but lack sufficient tiraining and 
experience to deal with them. 

4. Poor overall job satisfaction. No matter how much the advocacy 
staff participate, agree, and are tirained. if they don't like tiieir jobs 
and there is poor morale, all of the organization's goals are in 
jeopardy. 

These are not the only internal factors affecting tiranslation of goals 
into practice, but tiiey are excellent places to examine to begin tiie 
problem-solving. Unfortunately for parents* groups, internal 
organizational problems are somewhat private matters, not open to 
public scrutiny. Thus, you are in a better position to investigate the 
problems if you are already involved in the Governing Advisory Boards. 
If not. until you are more officially sanctioned in the agency, the best 
you can probably do is to inform the agency, starting with the 
executive director, of the discrepancy you have found and express your 
concerns. You might also point out tiie problem to sympathetic 
persons on the two Boards. Suggesting solutions, or insisting that tiiey 
look at the above four areas may be overstepping your bounds. Your job 
is to get them to see and recognize the problem. Once tiiey do so. it is 
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their Job to solve it, and unless they invite you to help in that effort, it 
would be intrusive to suggest how they might better run their 
organization. A better plan would be to respect their ability to solve 
the problem, volunteer to be on a committee or whatever to help, and 
ask for a progress report in a specified time frame. This approach 
communicates respect, assumes good-will intentions, and promotes 
cooperation. 

BOX 3: LOW INTENT/HIGH PRACTICE 
Although an unlikely possibility, this result occurs when 
the "bottom" of the organization is responding to problems 
and issues that are not yet officially recognized by the 
organization as a whole. For example, advocates may be 
responding to client requests and needs that the "higher" 
levels of the organization are unaware of. Or, because an 
advocate is experienced, trained and interested in the 
needs of children with emotional disorders, he/she may be 
spending more time and energy on those cases even 
though the agency hasn't required, or even encouraged 
this. 

Your group has two options in this case. Since the agency PRACTICE 
is HIGH, and that is what you want, should you 1) leave well enough 
alone, or 2) attempt to formalize the child focus in the mission 
statements, brochures, etc.? Even though there is a risk either way. 
we believe the second choice is best in most cases. Leaving things 
alone may be fine in tiie short-run, but without official agency support, 
what assurances are there that children will continue to be a priority? 
The better choice seems to be to try to improve the internal 
communications and decision-making processes so that the official 
intent matches the practice. The risk is tiiat tiie higher levels may 
reject children as a priority and instruct the advocates to spend more 
time on otiier issues and populations, but it is usually a risk worth 
taking. 
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Even though the issues here involve 'bottom-up" rather than "top- 
down" communication issues, they are still internal, organizational 
issues that are not very open to public scrutiny. If a member of your 
group is on one of the Boards, you have sanction to go beyond 
identifying the problem to trying to solve it. If not, as in BOX 2. the 
best strategy is to help the agency, through its executive director, to 
identify the problem, volunteer to help by being on a task force or 
committee if one is formed, but respect the good-will intentions of the 
agency. You may have to talk or write to Board members and others in 
order to get them to recognize the organizational problem; but once 
they do so, your job is to let them do their job of solving it. asking for 
periodic progress reports. 

BOX 4: LOW INTENT/LOW PRACTICE 
This result will take the most time and effort to build 
effective alliances. If one of the dimensions is MID instead 
of low, there is some interest and experience to build on, 
but if both are LOW. you are basically starting from scratch. 
Our research suggests three main approaches to the 
alhance building, but- the ones you choose to emphasize 
depends on your assessment of the organization's decision- 
making processes. The three general approaches are: 



1. MAKE ASSERTIVE REQUESTS FOR SERVICE 

This targets the lower levels of the organization and impacts the 
PRACTICE dimension. Guidelines for this approach were presented 
in the section "Strategy 1: Requesting Direct Services". 

2. COMMUNICATE WITH THE EXECUTIVE DIRECTOR 

In many organizations, the executive is the central decision-maker 
and the key to impacting both the INTENT and PRACTICE 
dimensions. 



3. JOIN ADVISORY AND /OR GOVERNING BOARDS 
This targets the higher levels of the organization and impacts the 
INTENT dimension the most. 
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Where to begin and what to emphasize depends on your assessment of 
the P&As decision-making processes. Your efforts to influence the 
INTENT dimension will be most successful if you recognize and "go 
with" the decision-making processes in your P&A agency, rather than 
trying to change how it makes decisions. For example, even though an 
Advisory Board is mandated to "advise the system on priorities and 
policies", in some P&As it may not be very active, assertive, or 
Influential. If that is the case in your P&.\ you may want to bypass 
participation on this group in favor of d recting your time and energy 
at the decision-makers. If you do join th.^ Advisory Board, you couM 
easily become embroiled in an internal battle to try to get the Advisory 
Board more power, trying to change the organization rather than 
focusing on the needs of children-it may seem that the first is 
necessary to accomplish the second, but that isn't necessarily so. In 
other P&As, the Advisory Board may be functioning almost as a 
Governing Board, with the official Governing Board delegating many of 
its functions to them. In this case, you clearly would want to join the 
Advisory Board. 

In still other P&As, the executive director may be the principal 
decision-maker. Executive directors are always key actors, but their 
styles differ markedly. Some view their role as building consensus 
among various groups and carrying out the wishes of the Governing 
and/or Advisory Boards. Others have their own goals and objectives 
which they present to Boards for advice and approval maintaining 
more control of the Boards and the organization. 

The relatlonsnlp between the executor director. Advisory Board and 
the govemoring board is the most important factor in determining 
agency INl'ENT. Other factors include the "sti'ings" attached to non- 
federal funding, the history of the agency's response to children under 
the DD-P&A legislation, the influence of political and governmental 
officials who are hot members of the Boards, and the decrees resulting 
from lawsuits. You will gain knowledge about these latter factors as 
you get more involved in the organization. The place to start is trying 
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to assess the decision- making process of the organization, then 
targeting your alliance-building to the most influential aspect. 

Use Worksheet 3 in Chapter 3 and your experiences with the P&A to 
date to assess the decision-making process in your P&A. 

Step 5: 

Making the Initial Contact 

Regardless of which result you identify in Steps 2 and 3. there are 
some general guidelines for initiating your efforts. 

1. Write an introductory letter to the executive director. The letter 
should be cordial and cooperative in tone. Begin by informing the 
director of the general goals and purposes of your organization. 
Then express your desire to meet with the executive director to 
explore ways in which your two organizations could identify and 
work on common goals. (Wait until the meeting to share your 
specific ideas and concerns about the P&A and how you can work 
together). Close by saying that you will be calling in about a week to 
set up an appointment. 

2. Meet with the executive director. It is a good idea for two or three 
persons from your organization to attend the first meeting. This ir> 
not a meeting to challenge or criticize, but to find common ground. 
You also want to express your interest in participating in the 
Advisory or Governing Boards, if you have decided that, in the 
context of exploring ways to work together. Once you have 
established that the director is interested in inter-organizational 
cooperation, ask "What would be ways that we could get more 
invoived-would participation on the Advisory or Governing Board be 
appropriate?" If it's not awkward, you might ask how members on 
these Boards are selected, although it would also be fine to have this 
information ahead of time. 




much too early. 

Step 6: Make Your Agenda Known 

Mer the first meeUng .It. the -ouUve „ 

meeting ag^ -^^j^ ^^"^^^^^^^^ and goals 

Board members. You need to oegm 

children :vith emoUonal disorders and ^f j^^^^^^ 

tor special treatment. You want to be able ^ f^^^^^^J^^, 

needs to be changed in the ^tem of care- ^ ^= 

.eUeve the Pa. - hdp ^th^ ^".r^itsUoad. you want 
P&A to do more than just serve mo Take time (10-15 

them to focus on one or two specific jssue. 

minutes, during your ^'^^^J^^X^^^^X^: Z.s to'be done for 
system of care issues in your state/reg.on. 

children and their families? 

However, depending on where you are ^^f^^^l^Z^^L^-,, 
systemic issues ^^l^^^^^'^^ZtfJ ,n either case, 
r Tn^a^rbtrd members about the needs of chUdren. 
?rbor ^rnces. Circulate copies of news cUp.ngs. ma. 
sum- -uies of government reports and studies. 

Hdp P&As be Successful 

^ ,ou get more involved as a ^^^ZZTXI^^^^^^^^^ 
several strategies to pursue to help the P&A advoca y 

successful. 

, . c.»« »d "« 
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2 Champion consumer involvment. Help the P&A find ways to 
involve consumers in all aspects of the organization - - program 
development, helping consumers build organizations, conducting 
consumer satisfaction surveys. 

3 Encourage the P&A to consider sponsoring (or co-sp.nsoring with 
other groups) a statewide study of the needs of children witn 
emotional disorders. Use the study to educator legislators, politicians, 
and the general public about the issues. 

4 When P&A advocacy efforts are being frustrated and resisted, 
encourage the P&A to consider a class-action lawsuit. Premature legal 
actions can unnecessarily polarize situations, but when other advocacy 
efforts fail, class-action suits can result in dramatic changes. P&As 
have initiated such suits In some states, with the result bemg not only 
improved care, but lir,proved cooperation between the P&A and the 
State agencies. 

Step 8: 

Continue Strategy 1 

This strategy can have immediate effects on the PRACT. :F dimension, 
and as the problems become known, concerns can fUter up to higher 
levels, impacting the INTENT dimension as well. 

Summary 

By engaging In a two-pronged strategy, you can forge rffective aUlances 
^th P&A agencies. These clUances can slgniflcanUy affect the system 
of care and quaUty of life for chUdren with emotional disorders. Each 
of the two strategies requires a working group (3-5 persons) that 
meets regularly to discuss progress and make decisions The two 
efforts also need to be coordlnatr-d. but not so 
same people are doing everything. Finally, remember toe danger of 
Sr^etlng fte P&A as the problem. ™s could occur wher you become 
LLted in your efforts to obtain help. Remember that P&As are 
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1 thPv are not the problem. Your group 
potentlaUy a part of the - ^ ^f^^^^ „a,er fronts, on other 
aiid others can also work independenuy. o 



parts of the solution 
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WorKsnec. «: Forgmg Organ.za..on-.o.Orga„Ua..o„ A.Hances 
, What are the major problems that your parents see in the system of 



care? 

A. Educational/school systems 



B. Community mental health programs 



C. Hospitalization/Residential treatment 



2. Who from your agency will contact the P&A? 

3. Whom will they contact? 

4. What are the one or two system-of-care issues that you want the 
P&A to help with? 

5 What. speciflcaBy. do your want to « ahout the P^^ itself-its 
INTENT, PRACTICE, or both dimensions? 

6. Who wtU be the members ofyour working group? How often will 
"how wiU you coordinate with the Strategy 1 group? 
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Appendix I 

Public Law 99-319 (1986) 
Amendment Public Law 100-509 (1988) 
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PUBLIC LAW 100-509— OCT. 20, 1988 



102 STAT. 2543 



Public Law 100-509 
100th Congress 



An A.ct 



To amend the Protection and Advocacy for Mentally HI Individuals Act of 1986 to 
reauthorize such Act, and for other purposes. 

rfi. a o!i^°J^^^^^^/ ^.^^i^ ^'^^ of Representatives of the 

United States of America in Congress assembled. 

SECTION 1. SHORT TITLE. 

T^J^^K^rlV'^y ■¥ ^^'^^ "Protection and Advocacy for 

Mentally 111 Individuals Amendments Act of 1988". 

SEC 2. REFERENCES. 

Except as otherwise specifically provided, whenever in this Act an 
amendment or repeal is expressed in ^rms of an amendment to. or 
a repeal of, a section or other provision, the reference shall be 
considered to be made to a section or other provision of the Protec- 
5n^n?"? Advocacy for Mentally 111 Individuals Act of 1986 (42 U S C 
lUoUl et seq.j. 

SEC 3. SCOPE OF COVERAGE. 
Section 102(42 U.S.C. 10802) is amended— 
. (i) in paragraph (1), by inserting "or death" after "caused, 
injury ; 

(2) in paragraph (3)— 

. (A) by inserting "(i)" after the subparagraph designation 
m subparagraph (B); 

,tS^^ by, striking out the period at the end of subparagraph 
(B) and inserting in lieu thereof the following: even if the 
whereabouts of such inpatient or resident are unknown-"- 
and ' ' 

(C) by adding at the end thereof the following new 

CloUScSI 

"(ii) who is in the process of being admitted to a facility 
rendering care or treatment, including persons being trans- 
ported to such a facility; or"; 

"(iii) who is involuntarily confined in a municipal deten- 
tion facility for reasons other than serving a sentence 
resulting from conviction for a criminal offense."; and 

(3) m paragraph (4)— 

(A) by inserting "or death" after "injury" each place such 
word occurs; and 

(B) by inserting before the period at the end thereof the 
followmg: . including the failure to maintain adequate 
numbers of appropriately trained staff. 

SEC 4. ESTABLISHMENT OF A GOVERNING AUTHORITY. 
Section 105(42 U.S.C. 10805) is amended— 
^ (1) in subsection (aX6). by striking out "a board" and inserting 
m lieu thereof "an advisory council"; and 
(2) by adding at the end thereof the following new subsection: 



Oct. 20. 1988 
(S. 2393] 



Protection and 
Advocacy for 
Mentally 111 
Individuals 
Amendments 
Act of 1988. 
42 use 10801 
note. 



Health care 
facilities. 
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102 STAT. 2544 PUBLIC LAW 100-509-OCT. 20, 1988 

State and local "(cXlXA) Each system established in a State, through allotments 
governments. received under section 103, to protect and advocate the rights of 
mentally ill individuals shall have a governing authority. 

"(B) In States in which the governing authority is organized as a 
private non-profit entity with a multi-member governing board, or a 
public system with a multi-member governing board, such governing 
board shall be selected according to the policies and procedures of 
the system. The governing board shall be composed of— 

"(i) members (to be selected no later than October 1, 1990) 
who broadly represent or are knowledgeable about the needs of 
the clients served by the system; and 
"(ii) in the case of a governing authority organized as a 
rivate non-profit entity, members who broadly represent or are 
nowledgeable about the needs of the clients served by the 
system including the chairperson of the advisory council of such 
system. 

"(2) The governing authority established under paragraph (1) 
shall— 

"(A) be responsible for the planning, design, implementation, 
and functioning of the system; and 

"(B) consistent with subparagraph (A), jointly develop the 
annual priorities of the system with the advisory council.". 

SEC. 5. ADVISORY COUNCIL REPORT. 

Section 105(aX7) (42 U.S.C. 10805(aK7)) is amended by striking out 
the period and inserting in lieu thereof the following: ", including a 
section prepared by the advisory council that describes the activities 
of the council and its assessment of the operations of the system;". 

SEC. 8. ACCESS TO RECORDS. 

(a) System Requirement.— Section 105(aX4XB) (42 U.S.C. 
10805{aX4XB)) is amended by striking out "any individual" and 
inserting in 3ieu thereof "any individual (including an individual 
who has died or whose whereabouts are unknown)", 

(b) DEnNmoN OF Records.— Section 106(b) (42 U.S.C. 10806(b)) is 
amended by adding at the end thereof the following new paragraph: 

"(3XA) As used in this section, the term ^records includes reports 
prepared by any staff of a facility rendering care and treatment or 
reports prepared by an agency charged with investigating reports of 
incidents of abuse, neglect, and injury occurring at such facility that 
describe incidents of abuse, neglect, and injury occurring at such 
facility and the steps taken to investigate such incidents, and dis- 
charge planning records. 

"(B) An eligible system shall have access to the type of records 
described in subparagraph (A) in accordance with the provisions of 
subsection (a) and paragraphs (1) and (2) of subsection (b).". 

SEC. 7. MISCELLANEOUS PROVISIONS. 

Health and (a) SUBCONTRACTING.— Section 104(aX2) (42 U.S.a 10804(aX2)) is 

medical care. amended by striking out "which, on the date of enactment of this 
Act" and inserting in lieu thereof "including, in particular, groups 
run by individuals who have received or are receiving mental health 
services, or the family members of such individuals, which", 
(b) Technical Assistance Limitations.— 

(1) State assistance.— Section 104(bX2) (42 U.S.C. 10804(bX2)) 
is amended by striking out "5 percent" and inserting in lieu 
thereof "10 percent", 
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(2) Assistance by the secretary.— Section 10 (42 U.S.C. 
10825) is amended to read as follows: 
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TECHNICAL ASSISTANCE 

"Sec. 115. The Secretary shall use not more than 2 percent of 
the amounts appropriated under section 117 to provide technical 
assistance to eligible systems with respect to activities carried out 
under this title, consistent with requests by such systems for such 
assistance.". 

(c) Additional System Requirements.— Section 105(a) (42 U.S.C. 
10805(a)) (as amended by section 5), is further amended by adding at 
the end thereof the following new paragraphs: 

"(8) on an annual basis, provide the public with an oppor- 
tunity to comment on the priorities established by, and the 
activities of, the system; and 

"(9) establish a grievance procedure for clients or prospective 
clients of the system to assure that mentally ill individuals have 
full access to the services of the system.''. 

(d) Appucations.— Section 111 (42 U.S.C. 10821) is amended— 

(1) by inserting "(a)" after the section designation; and 

(2) by adding at the end thereof the following new subsection: 
"(b) Applications submitted under this section shall remain in 

effect for a 3-year period, and the assurances required under this 
section shall be for the same 3-year period.". 

(e) Allotment Formula.— Section 112(a) (42 U.S.C. 10822(a)) is 
amended — 

(1) in paragraph (2) to read as follows: 
"(2) Notwithstanding paragraph (1) and subject to the availability 
of appropriations under section 117— 

"(A) if the total amount appropriated in a fiscal year is at 
least $13,000,000— 

"(i) the amount of the allotment of the eligible system of District of 
each of the several States, the District of Columbia, and the Columbia. 
Commonwealth of Puerto Rico shall be the greater of— ^^^^ ^^^o. 
"(I) $140,000; or 

"(II) $125,000 in addition to the amount determined 
under paragraph (3); and 
"(ii) the amount of the allotment of the eligible system of Territories, U.S. 
Guam, American Samoa, the Commonwealth of the North- 
ern Mariana Islands, the Trust Territory of the Pacific 
Islands, and the Virgin Islands shall be the greater of— 
"(I) $75,000; or 

"(II) $67,000 in addition to the amount determined 
under paragraph (3); and 
"(B) if the total amount appropriated in a fiscal year is less 
than $13,000,000, the amount of the allotment of the eligible 
system— 

"(i) of each of the several States, the District of (Columbia, District of 
and the (Commonwealth of Puerto Rico shall not be less Columbia, 
than $125,000 in addition to the amount determined under ^^^^ 
paragraph (3); and 

"(ii) of Guam, American Samoa, the Commonwealth of Territories, U.S. 
the Northern Mariana Islands, the Trust Territory of tho 
Pacific Islands, and the Virgin Islands shall not be less tlian 
$67,000 in addition to the amount determined under para- 
graph (3)."; and 
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(2) by adding at the end thereof the following new paragraph: 
"(3) In any case in which the total amount appropriated under 
section 117 for a fiscal year exceeds the total amount appropriated 
under such section, as in effect on the day before the date of 
enactment of this paragraph, for the preceding fiscal year by a 
percentage greater than the most recent percentage change in the 
Consumer Price Index published by the Secretary of Labor under 
section lOO(cKl) of the Rehabilitation Act of 1973, the Secretary 
shall increase each of the allotments under clauses (iXII) and (iiXII) 
of subparagraph (A) and clauses (i) and (ii) of subparagraph (B) of 
paragraph (2) by an amount which bears the same ratio to the 
amount^ of such minimum allotment (including any increases in 
such minimum allotment under this paragraph for prior fiscal 
years) ^as the amount which is equal to the difference between— 
"(A) the total amount appropriated under section 117 for the 

fiscal year for which the increase in minimum allotment is 

made, minus; 

"(B) the total amount appropriated under section 117 for the 
immediately preceding fiscal year, ^ 
bears to the total amount appropriated under section 117 for such 
preceding fiscal year.". 

(0 Authorization of Appropriations.— Section 117 (42 U.S.C. 
10827) is amended to read as follows: 

"authorization of appropriations 

"Sec. 117. For allotments under this title, there are authorized to 
be appropriated $14,300,000 for fiscal year 1989, and such sums as 
may be necessary for fiscal year 1990 and fiscal year 1991.". 

42 use 10827 SEC b. EFFECTIVE DATE. 

(a) In General-— The amendments made by this Act, other than 
the amendment made by section 7(f), shall become effective on the 
date of the enactment of this Act. 

(b) Authorization of Appropriations.— The amendment made by 
section 7(0 shall become effective on October 1, 1988. 

Approved October 20, 1988. 



LEGISLATIVE HISTORY -S. 2393 (H.R. 5155): 

HOUSE REPORTS: No. 100-903 accompanying H.R. 5155 (Comm. on Energy and 
Commerce). 

senate REPORTS: No. 100-454 (Comm. on Labor and Human Resources) 
CONGRESSIONAL RECORD. Vol. 134 (1988): nesourcesi. 
Aug. 9, considered and passed Senate. 

Sept. 20, H.R. 5155 considered and passed House; proceedinge vacated and 

S. 2393. amended, passed in lieu. 
Oct. 4, Senate concurred in certain House amendment with an amendment and 

disagreed to another. 
Oct. 5, House receded and concurred in Senate amendment. 
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100 STAT. 478 



PUBLIC LAW 99-819~MAy 23, 1986 



Public Law 99-319 
99th Congress 



An Act 



Miy 23, 19&S To provida for protoctlon and advocacy for mentally ill IndlvlduaU, and for other 
iS.m] purpoeca. 

Be it enacted by the Senate and House of Representatives of the 
Protection and United States of America in Congress assembled, That this Act may 
Advocacy for be cited OS the "Protection and Advocacy for Mentally III Individ* 
M!r,!;'Act ual.Actori986". 
of 1986 

TITLE I-PROTECnON AND ADVOCACY SYSTEMS 



42 use 10801 
note. 
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State and locat 
ffovernmanta. 
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Part A--E8tabu8hmbnt or Sybtkms 

nNDlNQS AND PURP08B 

Se& lOL (a) The Congress finds that— 

(1) mentally ill individuals are vulnerable to abusa and seri- 
ous it\jury; 

(2) mentally ill individuals are subject to neglect, including 
lack of treatment, adequaf^ nutrition, clothing, health care, and 
adequate discharge planning; and 

(3) State systems for monitoring compliance with r^pcct to 
the rights of menially ill individuals vary widely and are fre- 
ouently inadequate* 

(b)The purposes of this Act are— 

(1) to ensure that the rights of mentally ill individuals ere 
protected; and 

(2) to assist States to establish and operate a protection and 
advocacy system for mentally ill individuals which will — 

(A) protect and advocate the rights of such individuals 
through activities to ensure the enforcement of the Con- 
stitution and Federal and State statutes; and 

(B) investigate incidents of abuse and neglect of mentally 
ill individuals if the incidents are reported to the svstem or 
if there is probable cause to believe that the incidents 
occurred. ^ 

DBFINmONS 

Sec. 102. For purposes of this title: 

(1) The term "abuse" means any act or failure to act by an 
employee of a facility rendering care or treatment which was 
performed, or which was failed to be performed, knowingly, 
recklessly, or intentionally, and which caused, or may have 
caused, it^iury to a mentally ill individual, and includes acts 
such as-— 

(A) the rape or sexual assault of a mentally ili individual; 

(B) the striking of a mentally ill individual; 

(C) the use of excessive force when placing a mentally ill 
individual in bodily restraints; and 



100 STAT, 479 

(D) the u^ of bodily or chemical restrainia on a mentally 
ill individual which is not in compliance vyith Federal and 
State laws and regulations. 

(2) The term "eligible svstem" means the system established 
in a State to protect and advocate the rights of persons with 
developmental disabilities under part C ot the Developmental 
Disabilities Assistance and Bill of Rights Act. , 42 use 6061. 

(3) The ternt "mentally ill individual" means an individual— 

(A) who has a signiflcant mental illness or emotional 
impairmenC, as determined by a mental health professional 
qualified under the laws and regulations of the State; and 

(B) who is an inpatient or resident in a facility rendering 
care or treatment. 

(4) The term "neglect" means a negligent act or omission by 
any individual responsible for providing services in a facility 
rendering care or treatment which caused or may have caused 
ii\{ury to a mentally ill individual or which placed a mentally ill 
individual at risk of injury, and includes an act or omission such 
as the failure to establish or carry out an appropriate individual 
program plan or treatment plan for a mentally ill individual, 
the failure to provide adequate nutrition, clothing, or health 
care to a ment^My ill individual, or the failure to provide a safe 
environment for a mentally ill individual. 

(6) The term "Secretaty^' means the Secretary of Health and 
Human Services. 

(G) The term "State" means each of the several States, the 
District of Columbia, the Commonwealth of Puerto Rico, Guam, 
the Commonwealth of the Northern Mariana Islands, American 
Samoa, the Virgin Islands, and Jhe Trust Territoty of the 
Pacific Islands. 

ALLOTMKHTS 

Sec. 103. The Secretary shall make allotments under this title to 42 use 10803. 
eligible systems to establish and administer systems— 

(1) which meet the reauirements of section 105; and 

(2) which are deaignea to — 

(A) protect and advocate the rights of mentally ill individ- 
uals; and 

(B) investigate incidents of abuse and neglect of mentally 
ill individuals if the'incidents are reported to the system or 
if there is probable cause to believe that the incidents 
occurred* 

USK OT AUXmiSNTS 

Sec. 104. (aXD An eligible system may use its allotment under thin ContracU. 
title to enter into contracts with Stat© agencies and "O^Pi'o^^t -^J^n^eij 
organizations which operate throughout the State. In order to be *2 uqq |o8o4 
eligible for a contract under this paragraph— 

(A) such an agency shall be independent of any agency which 
provides treatment or services (other than advocacy services) to 
mentally ill individuals; and Q § 

(B) such an agency or organization shall have the capacity to 
protect and advocate the rights of mentally ill individuals. 

(2) In carrying out paragraph (1), an eligible system should con- 
sider entering into contracts with organizations which, on the date 
of enactment of this Act, provide protection or advocacy services to 

^MnAt%(ttll«« ilLCn/IIuiiliiala, ^ 
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(bXD If an eligible Byatem is a puuMc entity^ the government of the 
State in which the ijystem is located .may not reauire the s^atem to 
obligate more than 6 percent of ita allotment under thin illw in any 
fiscal year for administrative expenses. 

(2) An eligible system may not us^ more than 5 percent of any 
allotment under this title for any fiscal year for the coata of provid- 
ing t^hnlcal assistance and training to carry out this title. 

SYSTEM RCQUmiSMBNTS 

Sfia 105. (a) A system established in a Stete under section 103 to 
protect and advocate the rights of mentally ill individuals shall-* 

(1) have the authority to— 

(A) investigate incidents of pbuse and neglect of mentally 
ill individuals if the incidents are reported to the svstem or 
if there is probable cause to believe that the incidenta 
occurred; 

(B) pursue administrative, legal, and other appropriate 
remedies to ensure the protection of mere^^illy ill individuals 
who are receiving care or treatment la the State; and 

(C) pursue admmlstrative, legal, atii5 other remedies on 
behalf of an individual who — 

(i) was a mentally ill individual; and 

(ii) is a resident of the State, 

but onlv with respect to matters which occur within 90 days 
after the date or the discharge of auch individual from a 
facility providing care or treatment; 

(2) be independent of any agency in the State whi&h provides 
treatment or services (other than advocacy services) t<> mentally 
ill individuals; 

(8) have access to facilities in the State providin{! care or 
treatment; 

(4) in accordance with section 106, have acci^^ to alk records 
of- 

(A) any individual who is a client of the pystokn )]f such 
individual, or the legal guardian, conck rvatOf^, or other legal 
representative of such individual, has authorized the 
system to have such access; and 

(B) any individual-* 

(i; who by reason of the mental or physical condition 
of such individual i^i unable to authorize the system to 
have such access; 

(ii) who does not have a legal guardian, conservator, 
or other legal represenCattve, or for whom the legal 
guardian is the State; and 

(iii) with respect to whom a complaint has been 
received by the system or with respect to whom there is 
probable cause to believe that sucn individual has been 
subject to abuse or neglect; 

(6) have an arrangement with the Secretary and the agenpv of 
the State which administers the State plan under title XIa of 
the Social Security Act for the furnishing of the information 
required by subsection (b); 
(6) establish a board-— 

(A) which will advise the system on policies and priorities 
to be carried out in protecting and advocating the rights of 
i iientallv:m:itrdlvidualsrend ~ 



(B) which shall include attorneys, mental health profes- 
sionals, individuals fronr^ the public who are knowledgeable 
about mental illness, a provider of mental health services, 
individuals who have received or are receiving mental 
hb&lth services, and family members of such individuals, 
and at !east one-half thi3 membership of wh'ch shall be 
comprised vof individuals who have ttsceived or are receiving 
mental h-^zhh services or who are family members of such 
individuals; and 

(7) on January 1, 1987, and January 1 of each succeeding year, Repori«. 
prepare and transmit to the Secretary and the head of the State 
mental health agency of the Slate in which the system is 
located a report oescribing the activities, accomplishments, and 
expenditures of tlie system during the moot recently completed 
fiscal year. 

(b) The Secretary and the agency of a Slate which administers ite 
State plan under title XIX of the Social Security Act shall provide 42 USC 1S9C. 
the eligible avstem of the State with a copy of each annual survey 
report and plan of corrections for cited deficiencies made pursuant 
to titles XVIII and XIX of the Social Security Act with respect to 42 usc 1S95. 
any facility rendering care or treatment to mentally ill individuals 
in the State in which such system is located. A report or plan shall R«porU. 
be made available within SO daya after the completion of the report 
or plan. 

ACCSr>S TO RSCORDS 

Skc. 106. (a) An eligible system which, pursuant to section 
105(a)(4), has access to records which, under Federal or State law, 
are required to be maintained in a cor Hdential manner by a pro- 
vider of mental health services, shall, except as provided in subsec- 
tion (b), maintain the confidentiality of such records to the same 
extent as is required of the provider of such services. 

(bXD Except aa provided in paragraph (2), an eligible system 
which has access to records pursuant to section 105(a)(4) mav not 
disclose information from sucn recorda to the individual who is the 
subject of the information if the mental health professional respon- 
sible for supervising the provision of mental health services to such 
individual nas provided the system with a written determination 
that disclosure of such information to such individual would be 
detrimental to such individual's health. 

(2XA) If disclosure of information has been denied under para- 
graph (1) to an individual — 

(i) such individual; 

(ii) the legal guardian, conservator, or other legal representa- 
tive of such individual; or 

(iii) an eligible system, acting on behalf of an individual 
described in subparagraph (B), 

may select another mental health professional to review such 
information and to determine if disclosure of auch information 
would be detrimental to such individual's health. If such mental 
health professional determines^ based on professional judgment, 
that disclosure of auch information would not be detrimental to the 
health of auch individual, the system may disclose such information 
to such individual. 

(B) An eligible svstem may select a mental health professional 
under subparanaph (AXiii) on behalf of— 

(}):an:indiviQual:whose:leRBl gUQrdian:i8 the State — 
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(ii) an indivicluol who has o legal guardian, conecrvalor, or 
other legal representative other than the State if such guardian, 
conservator, or representative does not, within a reasonable 
time after such lndividu.il Is denied access to information under 
paragraph (1), select a mental health professional under 
subparagraph (A) to review such information. 
(C) If the laws of a State prohibit an eligible system from obtain- 
ing access to the records of mentally ill individuals in accordance 
with section 105(aX4) and this section, section 105(a)(4) and this 
section shall not apply to such system before—: 

(i) the date auch system is no longer subject to such a prohibi- 
tion: or 

(ii) the expiration of the 2-year period beginning on the date 
of the enactment of this Act. 

whichever occurs first 

LSQAL ACTIONS 

Sec. 107. (a) Prior to instituting any legal pction in a Federal or 
Stat© court on behalf of a mentally HI individual, an eligible system, 
or a State agency or nonprofit organization which entered into a 
contract with an eligible system under section 104(a), shall exhaust 
in a timely manner all administrative remedies where appropriate. 
If, in pursuing administrative remedies, the system, agency, or 
organization dfitermines that any matter with respect to such 
individual will not be resolved within a reasonable time, the system, 
agency, or orgaineation may pursue alternative remedies, including 
the initiation of a legal action, 
(b) Subsection (a) does not apply to any legal action Instituted to 

! Prevent or eliminate imminent serious harm to a mentally ill 
ndividual. 

Part B— ADMiNifmuTivx PaovistONS 

APPUCATIONS 

Sec. 111. No allotment may be made under this title to an eligible 
system unless an application therefor Is submitted to the Secretary. 
Each such application shall contain— 

(1) assurances that amounts paid to such system from an 
allotment under this title will be used to supplement and not to 
supplant the level of non-Federal funds available in the State in 
which such system is established to protect and advocate the 
rights of mentally ill Individuals;/ 

(2) Msurances that such system will have a stalT which Is 
trained or being trained to provide advocacy services to men- 
tally ill individuals; 

(S) assurances that such system, and any State agency or 
nonprofit organization with which such system may enter into a 
contract under section 104(a), will not, in the case of any 
individual who has a legal guardian, conservator, or representa- 
tive other than the State, take actions which are duplicative of 
actions taken on behalf of such individual by such guardian, 
conservator, or representative unless such guardian, conserva- 
tor, or representative requests the assistance of such system; 
and 

(4) such other Informa tion as the Secretary may by regulatloa 

nrAa/«rtl\A 



use 10821. 



'9tf end local 
wernmenU. 



ate and local 

•vernmenU. 

mtracU. 




•319^MAY 23, 1986 

AtXOTMKNT rORMULA AND RKAIXOTMBNTB 

Sec. 112. (aXlXA) Except as provided in paragraph (2) and subject 
to the availability of appropriations under section 117, the Secretary 
shall make allotments under section 103 from amounts appropriated 
under section 117 for a fiscal year to eligible systems on !the basis of 
a formula prescribed by the Secretary which is based equally— 

(i) on the population of each State in which there is an eligible 
system; and . i 

(ii) on the population of each such State weighted by its 
relative per capita Incorhe. 

(B) For purposes of subparagraph (AXii), the torm "relative per 
capita income ' means the quotient of the oer capita income of the 
United States and the per capita income of the State, exceot that if 
the StAto is Guam, American Samoa, the Commonwealtn of the 
Northern Mariana Islands, the Trust Territory of the Pacific Is- 
lands, or the Virgin Islands, the quotient shall be considered to be 
one. 

(2) Notwithstanding paragraph (1) and s<!bjeci\ to the availability 
of appropriations under section 117— 

(A) the amount 3 allotment of the eligible system of each 
of the several Slat*^^, 3 District of (Columbia, and the Common- 
wealth of Puerto Rico shall not be less than $125,000; and 

(B) the amount of the allotment of the eligible system of 
Guam, American Samo^, the Commonwealth of the Northern 
Mariana Islands, the Trust Territonr of the Pacific Islands, and 
the Virgin Islat ds shall not be less than $67,000. 

(bXl) To the extent that all the ampunta appropriated under 
section 117 for a fiscal year are not ullotted to eligible systems 
because — 

(A) one or more eligible systems have not submitted an 
application for an allotment for auch fiscal year; or 

(B) one or more eligible systems have notified the Secretary 
that they do not intend to use the full amount of their 
allotment^ 

the amount which is not so allotted shall be reallotted among the 
remaining eligible systems. 

(2) The amount of an allotment to an eligible system for a fiscal 
year which the Secretary determines will not be required by the 
system during the period for which it is available shall be avatlable 
fcr reallotment by the Secretary to other eligible systems with 
rebDect to which such a determination has not been made. 

(3) The Secretary shall make reallotmenta under paragraphs (1) 
and (2) on su ,*i date or dates as the Secretary may fix (but not 
earlier than 30 days after the Secretary has published notice of the 
intention of the Secretary to make such reallotment in the Federal 
Register). A reallotment to an eligible system shall be made in 
proportion to the original allotment of such system for such fiscal 
year, but with such proportionate amount for such system being 
reduced to the extent it exceeds the sum the Secretary estimates 
such system needs and will be able to use during such period. The 
total of such reductions shall be similarly reallotted among eligible 
systems whose proportionate amounts were not so reduced. Any 
amount so reallotted to an eligible system fot' a fiscal year shall be 
deemed^to, be.a.part.of4ta.a llo tmentr>under-Bubge ct!on-(a)-for-8U^^ 
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PAYMENTS UNDER ALLOTMENTS 

42 use 10823. Sec. IIS. For each fiscal year, the Secretary shall make payments 
to each eligible system from its allotment under this title. Any 
amount paid to an eligible system for: a fiscal year and remaining 
unobligated at the end of such year shall remain available to such 
system for the next fiscal year for the purposes for which it was 
made. 

REPORTS BY THK SECRETARY 

42 use 10S24. Sec. 114. (a) The Secretary shall include in each report required 
under section 107(c) of the Developmental Disabilities Assistance 
42 use 600G. and Bill of Rights Act & separate statement which contains— 

(1) a description of the activities, accomplishments, end 
expenditures of systems to protect and advocate the rights of 
mentally ill individuals supported with payments from allot- 
ments under this title, includmg— 

(A) a specification of the total number of mentally ill 
individuals served by such system^; 

(B) a description of the types of activities undertaken by 
such systems; 

(C) a description of the types of facilities providing 
care or treatment with respect to wh^ich such activities are 
undertaken; 

(D) a description of the manner in which such activities 
are initiated; aild-*' 

a% (B) a description of the accomplishments resulting from 

such activities; 

(2) a description of-* 

(A) svstems to protect and advocate the rights of mentally 
Hi individuals supported with payments n-om allotments 
under this title; 

(B) activities conducted by States to protect and advocate 
such rights; 

(C) mechanisms established by residential facilities for 
mentally ill individuals to protect and advocate such rights; 
and 

(D) the coordination among such systems, activities, and 
mechanisms; 

(3) a specification of the number of systems established with 
allotments under this title and of whether each such svstem was 
established by a public or'nonproflt private entity; and 

(4) recommendations for activities and services to improve the 
protection and advocacy of the rights of mentally ill individuals 
and a description of needs for such activities and services v/hich 

. ()S have not been met by systems established under this title. 

(b) In preparing each statement required by subsection (a), the 
Secretary shall use and include information submitted to the Sec- 
retary in the reports required under section 105(aX7}. 

TECHNICAL ASSISTANCE 




,USC 10825. Sec. 115. The Secretary shall provide technical assistance to 
eligible systems with respect to activities carried out under this title. 
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ADMINISTRATION 

Sec. 116. The Secretary shall carry out this title through the 12 USC loi 
Administrator of the Alcohol, Drug Abuse, and Mental Health 
Administration. 

AUTKORIZATION OF APPROrRIATIONS 

Sec. 117. For allotments under this title, there are authorized to 42USC10( 
be appropriated $10,000,000 for fiscal year 1986, $10,500,000 for 
fiscal year 1987, and $11,025,000 for fiscal year 1988. 

TITLE II-RESTATEMENT OF BILL OF RIGHTS FOR MENTAL 
HEALTH PATIENTS 

RESTATSMENT OF BILL OF RIGHTS 

Sec. 201. It is the sense of the Congress that, as previously stated 
in title V of the Mental Health Systems Act, each State should 
review and revise, if necessary* its laws to ensure that mental health 
patients receive the protection and services they require, and that in 
making such review and revision, States should lake into account 
the recommendations of the President's Commission on Mental 
Health and the following: 

(1) A person admitted to a progr&m or facilitv for the ourpose 

of receiving mental health services should be accoraed the 

following: 

(A) The rikht to appropriate treatment and related serv- 
ices in a setting and under conditions that-* 

(i) are the most supportive of such person's personal 
liberty; and 

(ii) restrict such liberty only to the extent necessat7 
consisteht with such person's treatment needs, ap- 
plicable req'vJremento of law, and applicable judicial 
orders. 

(B) The right to an individualized, written, treatment or 
service plan (such plan to be developed promptly after 
admission of such person), the right to treatment based on 
such plan, the right to periodic review and reaBSesameni of 
treatment and related service needs, and the right U> appro- 
priate revision of such plan, including anv revision nec- 
essary to provide a description of mental health services 
that may be needed after such person is discharged from 
such program or facility. 

(C) The right to ongoing participation, in a manner appro- 
priate to such person's capabilities, in the planning of 
mental health services to be provided such person (includ- 
ing the right to parf.icipate in the development and periodic 
revision of the plan described in subparagraph (B)), and, in 
connection with such participation, the right to be provided 
with a reasonable explanation, in terms and language 
appropriate to such person's condition end ability to vjnder- 
etand, of— 

(i) such person's fi;eneral mental condition and, if 
such program or facility hao provided a physical exam- 
ination, such person's general physical condition; 
(iiUhai>bjectives.of_treatment; 
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(iii) tlie nature and eignificant possible adverse ef- 
fects of recommended treatments; 

(iv) the reasons why a parlicalar treattnent Is consid- 
ered appropriate; 

(v) the reasons why access to certain visitors may not 
be appropriate; and 

(vi) any appropriate and available alternative treat- 
ments, services, and types of providers of mental health 
services. 

(D) The right not to receive a mode or course of treat- 
ment, established pursuant to the treatment plan, in the 
absence of such person's informed, voluntary, written 
consent to such mode or course of treatment, except 
treatment— 

(i) during an emergency situation if such treatment is 
pursuant to or documented contemporaneously by the 
written order of a responsible mental health profes* 
sional; or 

(ii) as permitted under applicable law in the case of a 
person committed by a court to a treattnent program or 
facility. 

(E) The right not to participate in experiinentation in the 
absence of such person's informed, voluntary, written con- 
sent, the right to appropriate protectbhs in connection with 
such participation, including the right to a reasonable 
explanation of the procedure to be followed, the benefits to 
be expected, the relative advantages of alternative treat- 
ments, and the potential discomforts and risks, and the 
right and opportunity to revoke such consent 

(F) The right to freedom from restraint or seclusion, other 
than as a mode or course of treatment or restraint or 
seclusion during an emergency situation if such restraint or 
illusion is pursuant to or documented contemporane- 
ously by the written order of a responsible mental health 
pro^-^ionaL 

(G) The right to a humane treatment environment that 
affords reasonable protection from harm and appropriate 
privacy to such person with regard to personal needs. 

BsaiHed (H) The right to confidentiality of such person's records, 

formation. (I) Hi© right to access, upon request, to such person's 

SrmaUon mental health care records, except sufjh person may be 

refused access to — ' 

(i) information in such records provided bv a third 
party under assurance that such information shall 
remain confidential; and 

(ii) specific material in such records if the health 
professional responsible for the mental health services 
concerned has made a determination in writing that 
such access would be detrimental to such person's 
health, except that such material may be made avail- 
able to a similarly licensed health professtona! selected 
bv such person and sucii health professional may, in 
the exercise of professional iudgment, provide such 
person with access to any or all parts of such material 
or otherwise disclose the information contained in such 

materiaLtosuch-pereon. 
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(J) The riglit, in the case of a person admitted on a 
residential or inpatient care basis, to converse with others 
privately, to have convenient and reasonable access to the 
telephone end mails, and to see visitors during regularly 
scheduled hours, except that, if a mental health profes- 
sional treating such person determines that denial of access 
to a particular visitor is necessary for treatment purposes, 
such mental health professional may, for a specific, limited, 
and reasonable period of time, deny such access if such 
mental health professional has ordered such denial in writ- 
ing and such order has been incorporated in the treatment 

filan for such person. An order denying such access should 
nclude the reasons for such denial. 

(K) The right to be informed promptly at the time of 
admission and periodically thereafter, m laneuage and 
terms appropriate to such person's condition and ability to 
understand, of the rights described in thia section. 

(L) The right to assert ^ievances with respect to infringe- 
ment of the rights described in thia section. Including tne 
right to have such grievances considered in a fair, timely, 
and impartial grievance procedure provided for or by the 
program or facility.' 

(M) Notwithstanding aubparagraph (J), the right of access 
to (including the opportunities and facilities for private 
communication'with) any available — 

(i) rights protection service within the program or 
facilit>r; 

(ii) rights protection service within the State mental 
health system designed to be available to such person* 

(iii) system established under title I to protect and Ante, p. 478. 
advocate the rights of mentally ill individuals; and 

(iv) qualified aavocate; 

for the purpose of receiving assistance to understand, exer- 
cise, and protect the rights described in this section and in 
other provisions of lav 

(N) The right to exercise the rights described in this 
section without reprisal, including reprisal in the form of 
denial of any appropriate, available treatment. 

(0) The right to referral as appropriate to other providers 
of mental health ser\'ices upon aischarge. 

(2XA) The rights described in thia section should be in addi* 
tion to and not in derogation of any other statutory or constitu- 
tional rights. 

(B) The rights to confidentiality and access to records ar. Clauined 
provided In subparagraphs (H) and (I) of paragraph (I) should mformaiion. 
remain applicable to records pertaining to a person after such 
person's aischarge from a program or facility. 

(SKA) No otherwise elifi[iDle person should be denied admission ty q 

to a program^ or facilit)r Tor mental health services as a reprisal « J. 

for the exercise of the rights described in this section. 

(B) Nothing in thia section should-- 

(1) obligate an individual mental health or health profes- 
sional to administer treatment contrary to such profes- 
sional'a clinical judgment; 

(ii) prevent any program or facility from discharging any 
person for whom the provision of appropriate treatment, 
conslstenUwith4he clinical-Judgment-of-the-mcntal-health 
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professional primerily reaponsible for such person's treat- 
ment, 18 or has become impossible as a result of such 
person's refusal to consent to such treatment; 

(iii) require a program or facility to admit any person 
who,^ while admitted on prior occasions to such program or 
facility, has repeatedly frustrated the purposes of such 
admission*? by withholding consent to proposed treatment; 
or 

(iv) ohl gate a program or facility, to provide treatment 
services to any person who is admitted to such program or 
facility solely for diagnostic or evaluative purposes. 

(C) In order to assist a person admitted to a program or 
facility in the exercise or protection of such person's rlghtSp cuch 
person's attorney or l^al representatives should have reason* 
able access to— 

(i) such person; 

(ii) the areas of the program or facility where such person 
has received treatment, resided, or had access; and 

(iii) pursuant to the written authorization of such person, 
the records and information pertaining to such person's 
diagnosis, treatment, and related services described in para« 
graph (IXI). . 

(D) Each program and facility should post a notice listing and 
describing, in language and terms appropriate to the ability of 
the persons to whom such notice is adaressed to understand, the 
rights described in thit? section of ell persons admitted to such 
program or facility. Each such notTca should conform to the 
format and content for such noticesi and should be posted in all 
appropriate locations. 

(4XA) In the case of a person a^udicated by a court of 
competent jurisdiction as being incompetent to exercise the 
right to consent to treatment or experimentation described in 
subparagraph (D) or (E) of paragraph (1), or the right to con- 
fidentiality of or access to records described in subparagraph (H) 
or (I) of such paragraph, or to provide authorization as described 
In paragraph (3XC5Xiii), such right mav be exercised or such 
authorization mav be provided by the individual appointed by 
such court as such person's guardian or representative for the 
purpose of exercising such right or such authorization. 

(B) In the case of a person who lacks capacity to exercise the 
right to consent to treatn^ent or experimentation under 
subparagraph (D) or (E) of paragraph (1), or the right to con- 
fidentiality of or access to records described in subparagraph (H) - 
or (I) of such paragraph, or to provide authorization as described 
in paragraph (SXCXiii), becaujie such person has not attained an 
age considered sufficiently ad^^anced under State law to permit 
the exercise of such right or luch authorization to be legally 
binding, such right may be exercised or such authorization may 
be provided on behalf of such penson by a parent or legal 
guardian of such person. 

(O Notwithstanding subparagraphs (A) and (B), in the case of 
a person admitte<I to a program or facility for the purpose of 
receiving mental health serviceSi no individual employed by or 
receiving any lemuneration from such program or facility 
_^ >gnojJdacte^fjy i^> peg^ , 
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TITLE III-CONSTRUCTION 

CONSTRUCTION 



Sec. 801. (a) Titles I and II shall not be construed as establishing 42 use 10B51. 
any new rights for mentally ill individuals. 

(b) For purposes of this section, the term "mentally ill individual" 
has the same meaning as in section 102(3). 

TITLE IV— OTHER PROGRAMS 
Alzheimer's discass 

Sec. ^01. Part B of title III of the Public Health Service Act is 42 USC24S. 
amended by inserting before section 317 the following: 

"family SnJPport groups roR Alzheimer's disease patients 

"Sec. 316. (a) Subject to available appropriations, tba Secretary, 42 use 247c. 
acting through the National institute of Mental Health, the Na- 
tional Institutes of Health, and the Administration on Aging, shall 
promote the establishment of family support groups to provide, 
without charge, educational, emotional, and practical support to 
assist individual with Alzheimer's diseaoe or o related memory 
disorder and members of the families of such individuals. In promot* 
ing the eatablishmeni of such groups, the Secretary shall give 
priority to- 
il) university medical centers and other appropriate health 
care facilities which receive Federal funds from the Secretary 
and w^)ich conduct research on Alzheimer's disease or provide 
services to individuals with such disease; and ^ 

''(2) community-based programs which receive funds from the 
Secretary* acting through the Administration on Aging. 
"(b) The Secretary shall promote the establishment of a national 
network to coordinate the family support groups described in subsec- 
tion (a). 

"(c) llie Secretary shall report to Congress, not later than one Report, 
year afte. the date of the enactment of this section, on family 
support groups and the network of such groups established pursuant 
to this section.". 
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Sec. 402. This Act shall not be construed as superseding any of the 
balanced bcdget provisions set forth in section 8(7) of the Congres- 
sional Budget and Impoundment Control Act of 1974. 

Approved May 23, 1986. 
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Appendix II 

Resources for Parents of Children with Emotional Disorders 

1. Natalie Reatlg. Coordinator 

Protection & Advocacy Program 

Division of Education and Service Systems Liaisons 
National Institute of Mental Health 
Room ll-C-27 
5600 Fisher's Lane 
Rockville. Maryland 20857 
(301) 443-3667 

2. Curt Decker 

Executive Director 

NAPAS 

220 Eye St.. N.E.. Suite 150 
Washington. C.C. 20001 
{202)546-8202 

3 Two national research and training centers focus on the needs of 
children with emotional disorders and families. Both publish 
informative, no-cost newsletters describing their activities and new 
developments in the field. Contact: 

Barbara J. Friesen, Ph.D. 

Director. Research and Training Center 
Regional Research Institute for Human Services 
Portland State University 
P.O. Box 751 

Portland. OR 97007-0751 
(503) 464-0440 
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Robert M. Friedman, Ph.D. 

Director. Florida Research and Training Center for 
Improved Services for Seriously Emotionally Disturbed 

Children 
University of South Florida 
Florida Mental Health Institute 
13301 N. 30th Street 
Tampa. FL 33612 
(813) 974-4500 



